
BUILDING PERSONAL SUPPORT NETWORKS
INFORMATION FOR FAMILIES AND FRIENDS



Full Circle is a capacity building initiative spearheaded by FIRST in Asheville, NC
and the ABCD Institute of DePaul University and Plan Institute, a Canadian
organization supporting the work of Planned Lifetime Advocacy Network. This
program, funded in 2018 by the North Carolina Council of Developmental
Disabilities (NCCDD) was created with the ultimate goal of "connecting to create a
good life" for those with disabilities.  



introduction to personal support networks 
We all have a network, a group of people we depend on for companionship and support. This 
typically includes our family, friends and neighbors, and also professionals such as counselors or 
financial advisors.

This group can be defined as, or considered, your personal support network, and it reflects your 
personal interests, gifts, abilities and needs. The individuals in a network will vary and they may 
change over time as you make new friends or you become interested in new things. Some 
networks will be large, while others may include only a few people. 

Personal support networks are important because they keep us connected to our communities. 
Also, being in supportive relationships builds a strong foundation for a good life. A good life is 
usually seen as including the following:

• Opportunities to contribute to one's community
• A financial plan for the present and the future
• Empowered decision-making through collaboration with others
• A safe and comfortable home
• Companionship and a sense of belonging
• Independence and self-esteem
• Safety in your community

If you have a disability, creating or building a personal support network requires focused 
attention to identify support people and to connect with you. Unfortunately, without the 
opportunity to collaborate with others, many people with disabilities live in social isolation. If you 
are someone with a disability, this may be your personal experience.

If you’re a person with a disability, unfortunately you may sometimes be wrongly seen as ‘less than’ 
or ‘different than’ other people in the community. Being different is a good thing, but sometimes 
people don’t understand that everyone is equal. If you have a disability, you may be at greater risk 
of being isolated, segregated from others, and rejected, which can lead to a life on the margins of 
society. When cut off from others, you may become vulnerable or at risk of being harmed.

However, by being connected to a group of people who care, you are more likely to be safe and 
secure in your community. That’s why everyone benefits from having a personal support network.

The best way to start to build a personal support network is to focus on what you have to 
contribute to people around you. Relationships are not created by need; they are created based on 
sharing mutual skills, gifts, interests and experiences to create meaningful connections with others.
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consider the benefits of having a personal support network 
A network is a group of caring individuals working towards a common goal, and the benefits are many.

Imagine a spider web. The strands or threads extend from the center of the web to the edge. If 
there were nothing holding the strands together, they would flap in the wind. The strands need 
to be linked to each other to make a web. The web is strong when all the strands are connected. 
It is similar for a personal support network.

When a group of people are connected to each other, the power and potential of the group is 
increased. If you have a network, there are so many benefits to consider, including:

• Keeping track of programs and services
• Identifying government programs and how to actively pursue them
• Using connections in the community to help realize your dreams
• Providing help in decision-making about legal, medical, financial and personal matters
• Responding to emergencies
• Problem-solving and dealing with the unexpected
• Assistance in finding employment or volunteer work, and arranging job supports
• Helping to find a good place to live
• Celebrating birthdays of members and other festive occasions together as a group
• Helping to prevent abuse and neglect
• Ensuring the wishes of parents and other loved ones are respected when planning for 

        the future
• Providing support to trusts as executors and trustees, or advisors

If you provide support to someone with a disability, you may be quite aware of the many things, 
small and large, you do each day. These can range from helping shop for the best-fitting 
underwear or connecting with health professionals about complex health issues. It is often these 
personal tasks families or other supporting persons are the most uncomfortable leaving to those 
who are paid to provide support.

The members of a personal support network can also step in when family members or 
caregivers are not available to help, or when they have passed away. Like family members, they 
also help with tasks from small to large, such as helping to clean an appliance or assisting to plan 
for (and follow) dietary restrictions. For this reason, having a personal support network is an 
important part of planning for a good life, both today and in the future.
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learn the emotional, health and citizenship benefits 
THEY PROVIDE EMOTIONAL SUPPORT

This is probably the area most people think of when it comes to friends and families. Most of us 
cannot imagine life without our friends to share our joys when times are good and to go to for 
support when times are hard. There is nothing like having a group of people who believe in you 
when you need the courage to take on a new challenge.

Having the support of network members can empower people to see themselves as competent 
and as capable of achieving their dreams. Networks also help us through difficult times such as 
personal loss, illness and periods of change. When there are people standing by us, confidently 
facing the future and moving forward is easier.

THEY HELP US STAY HEALTHY

An issue that people with disabilities and their families and others are concerned about is health. 
Family members and others often assist the individual to make sure all the details of medical 
treatment are followed, documented, and shared as necessary for continuity of care. Having a 
network involved is important to the communication needed with medical professionals so that 
best health outcomes are achieved.

An often overlooked role networks play in safeguarding health is supporting mental wellness. 
Networks support mental wellness by creating a sense of belonging. When people have a 
network of caring relationships, they tend to get sick less often, heal more quickly and live longer. 
The old saying is true: a good friend is the medicine of life. A network helps make sure friends 
and loved ones are involved in supporting one's mental wellness as well as physical health.

THEY HELP TO STRENGTHEN CITIZENSHIP

Being involved in purposeful activities and being valued by one's community are part of 
citizenship. People with disabilities have made huge advances in securing their rights in the past 
few decades. The laws passed and the policies formed have all been very important to the goal 
of citizenship. Often, however, ensuring the opportunity to contribute to our communities is 
missing from the work done towards changing laws and policies, and this is another reason why 
having a network is important.

Personal support networks provide opportunities for people with disabilities to contribute to the 
people and the life of their communities. Being able to contribute to the lives of others and to 
one's community, and being appreciated for what one gives—for one's gifts, provides meaning to 
one's life.

DISCOVER WHO BENEFITS FROM HAVING A NETWORK

Personal support networks include anyone who cares for a person with a disability, and 
expresses an interest in being involved in their life as a friend. This may be your siblings, 
parents, extended family members, friends, neighbors, people of faith, co-workers, employers, 
former caregivers and many others.

In developing a personal support network, it is important to focus on your skills, interests and 
experiences. From that starting point, it’s possible to invite people in who share similar 
interests and activities to connect with you. Once connection is established, relationships grow 
and friendships flourish. 

Everyone benefits from being part of a personal support network, not just the person at the center. 
Having a personal support network gives people from different communities the opportunity to 
participate with you in a reciprocal relationship.

Personal support networks have proven to be helpful for many people, including:

• Elderly parents worried as to who will replace their dedication to the well-being of their child  
        with a disability

• Parents of a person with a disability wanting more active involvement of others, such as   
        siblings, aunts, uncles, and/or cousins, in their child’s life

• Parents struggling with how to help their child with a disability to become more independent
• Families whose relative is moving from the family home or from a formal support setting to   

        live in the community
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identify the priorities for your personal support network 
You can build a personal support network independently, or by collaborating with someone called a
Connector to help you make community connections.

There are organizations that offer the services of a Connector, but the work can also be done by 
volunteers, friends, family members or anyone who can help make community connections. It does 
not have to be a paid position.

The first stage of building your personal support network is a time of exploration, both as 
individuals and as a family or circle of supporting people. Most of the time of this stage is spent 
in one-on-one or small group discussions. These discussions are opportunities for those 
involved to learn about your individual interests, relationships, capacities, gifts and priorities for 
the future. Whether you are building a network yourself, or working in collaboration with a 
Connector, start by asking the following questions:

• What gifts and interests do you want to contribute to your community?
• What relationships already exist, and what might be opportunities to deepen and    

        strengthen these relationships?
• What programs, educational facilities, training (etc.) are you already connected to or have   

        been connected to in the past?
• Are there opportunities in your immediate community or neighborhood to make new   

        connections?
• Do you have any important considerations, such as mobility requirements, safety issues, or
   preferred ways to communicate?
• What are your dreams, goals, and priorities for the future?
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        connections?
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make a plan for your personal network 
Once you have identified the priorities for your personal support network, the second step is to make 
an intentional plan to connect with people and start building relationships. By taking time to make a 
plan, it will be much easier for you to follow it through.

Start by making plans for activities to do, month by month. Be sure to identify opportunities to 
connect with people who share your similar interests, experiences and other personal gifts. 
Opportunities could include playing bingo, attending a neighborhood event, or going to a poetry 
reading. The opportunities are nearly limitless.

Then comes the most important part: you need to show up at the activities you identified, and be 
open to the possibility of connecting with others.

Your first interaction might be a smile or quick “hello”. Next time, you may strike up a conversation and
make a connection with someone. Gradually, these connections will solidify and friendships will be 
made. You do need to be patient though, as making new connections won’t happen overnight.

Reminder: You can complete this step independently, or by collaborating with someone called a Connector 
to help you make community connections.

invite people to join your personal support network
After spending time in your community building relationships, your next step is to bring people 
together into a group. The focus of this step is to encourage potential members of your personal 
support network to become intentionally involved in achieving your goals, dreams and priorities.

At each network meeting, you should discuss your goals, and review your progress since the last 
meeting. From there, you can develop practical strategies, and invite members of your personal 
support network to help you achieve them in specific ways.

During this time, the commitment and strength of your personal support network will become clear, 
and long term members will be identified. In some cases, personal support networks can become 
self-sufficient at this point, while others may require help to develop.

The following checklist will guide you through the process:

• Call the people you identified as potential members
• Give clear instructions about time and place of the meeting
• Write an agenda
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• Create a welcoming atmosphere
• Take notes of celebratory statements, commitments, and suggestions
• Watch your tone of voice and language; use humor and a hospitable approach
• Use the network as an opportunity to discuss, explore, and brainstorm ideas
• Before the meeting ends, set a date for the next one
• Gather addresses, phone numbers, and email addresses for future communication.

organize regular meetings to keep your network strong
Once a network is formed, it needs to be maintained and strengthened in a very intentional way.

This is accomplished by having regular meetings with the members of your personal support network.
Whether done independently or in collaboration with a volunteer or paid professional, it’s important 
to establish a regular pattern of meetings to keep your network strong. There should also be other 
less formal gatherings, such as doing art together, going to a game, or having dinner together.

The specific activities will vary from network to network, but all activities are planned between you and 
the members of your network.

Here are some suggestions to keep your personal support network strong:

• Continue to research possibilities for the network
• Don’t let the network become stale or inactive
• Ask, ask, ask: be open to asking people to attend and to contribute
• Rely on network members to help solve problems and to contribute ideas for the network
• Keep in touch by telephone, email, and social media
• Continue to review priorities and to set new goals
• Request, and be open to, feedback from network members



DISCOVER WHO BENEFITS FROM HAVING A NETWORK

Personal support networks include anyone who cares for a person with a disability, and 
expresses an interest in being involved in their life as a friend. This may be your siblings, 
parents, extended family members, friends, neighbors, people of faith, co-workers, employers, 
former caregivers and many others.

In developing a personal support network, it is important to focus on your skills, interests and 
experiences. From that starting point, it’s possible to invite people in who share similar 
interests and activities to connect with you. Once connection is established, relationships grow 
and friendships flourish. 

Everyone benefits from being part of a personal support network, not just the person at the center. 
Having a personal support network gives people from different communities the opportunity to 
participate with you in a reciprocal relationship.

Personal support networks have proven to be helpful for many people, including:

• Elderly parents worried as to who will replace their dedication to the well-being of their child  
        with a disability

• Parents of a person with a disability wanting more active involvement of others, such as   
        siblings, aunts, uncles, and/or cousins, in their child’s life

• Parents struggling with how to help their child with a disability to become more independent
• Families whose relative is moving from the family home or from a formal support setting to   

        live in the community

identify the priorities for your personal support network 
You can build a personal support network independently, or by collaborating with someone called a
Connector to help you make community connections.

There are organizations that offer the services of a Connector, but the work can also be done by 
volunteers, friends, family members or anyone who can help make community connections. It does 
not have to be a paid position.

The first stage of building your personal support network is a time of exploration, both as 
individuals and as a family or circle of supporting people. Most of the time of this stage is spent 
in one-on-one or small group discussions. These discussions are opportunities for those 
involved to learn about your individual interests, relationships, capacities, gifts and priorities for 
the future. Whether you are building a network yourself, or working in collaboration with a 
Connector, start by asking the following questions:

• What gifts and interests do you want to contribute to your community?
• What relationships already exist, and what might be opportunities to deepen and    

        strengthen these relationships?
• What programs, educational facilities, training (etc.) are you already connected to or have   

        been connected to in the past?
• Are there opportunities in your immediate community or neighborhood to make new   

        connections?
• Do you have any important considerations, such as mobility requirements, safety issues, or
   preferred ways to communicate?
• What are your dreams, goals, and priorities for the future?

make a plan for your personal network 
Once you have identified the priorities for your personal support network, the second step is to make 
an intentional plan to connect with people and start building relationships. By taking time to make a 
plan, it will be much easier for you to follow it through.

Start by making plans for activities to do, month by month. Be sure to identify opportunities to 
connect with people who share your similar interests, experiences and other personal gifts. 
Opportunities could include playing bingo, attending a neighborhood event, or going to a poetry 
reading. The opportunities are nearly limitless.

Then comes the most important part: you need to show up at the activities you identified, and be 
open to the possibility of connecting with others.

Your first interaction might be a smile or quick “hello”. Next time, you may strike up a conversation and
make a connection with someone. Gradually, these connections will solidify and friendships will be 
made. You do need to be patient though, as making new connections won’t happen overnight.

Reminder: You can complete this step independently, or by collaborating with someone called a Connector 
to help you make community connections.

invite people to join your personal support network
After spending time in your community building relationships, your next step is to bring people 
together into a group. The focus of this step is to encourage potential members of your personal 
support network to become intentionally involved in achieving your goals, dreams and priorities.

At each network meeting, you should discuss your goals, and review your progress since the last 
meeting. From there, you can develop practical strategies, and invite members of your personal 
support network to help you achieve them in specific ways.

During this time, the commitment and strength of your personal support network will become clear, 
and long term members will be identified. In some cases, personal support networks can become 
self-sufficient at this point, while others may require help to develop.

The following checklist will guide you through the process:

• Call the people you identified as potential members
• Give clear instructions about time and place of the meeting
• Write an agenda

6  |  firstwnc.org/fullcircle

• Create a welcoming atmosphere
• Take notes of celebratory statements, commitments, and suggestions
• Watch your tone of voice and language; use humor and a hospitable approach
• Use the network as an opportunity to discuss, explore, and brainstorm ideas
• Before the meeting ends, set a date for the next one
• Gather addresses, phone numbers, and email addresses for future communication.

organize regular meetings to keep your network strong
Once a network is formed, it needs to be maintained and strengthened in a very intentional way.

This is accomplished by having regular meetings with the members of your personal support network.
Whether done independently or in collaboration with a volunteer or paid professional, it’s important 
to establish a regular pattern of meetings to keep your network strong. There should also be other 
less formal gatherings, such as doing art together, going to a game, or having dinner together.

The specific activities will vary from network to network, but all activities are planned between you and 
the members of your network.

Here are some suggestions to keep your personal support network strong:

• Continue to research possibilities for the network
• Don’t let the network become stale or inactive
• Ask, ask, ask: be open to asking people to attend and to contribute
• Rely on network members to help solve problems and to contribute ideas for the network
• Keep in touch by telephone, email, and social media
• Continue to review priorities and to set new goals
• Request, and be open to, feedback from network members
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frequently asked questions (FAQs)
Q: What is the purpose of a personal support network?

A: The purpose is to have a group of people who know and care about you, and are there in good 
times and in bad times. Some refer to this group as a “circle” and it is usually made up of family and 
friends. A network of family and friends is there to have fun with (celebrate the important things in life) 
and to grieve with (when sad times happen). A personal support network can also help you make 
decisions in your life, such as, Should I move? Is this a good volunteer job for me? Who is a good 
dentist in my neighborhood?

Q: Who is a Connector?

A: A Connector is a person who is trained to assist others to create, build and maintain a personal 
support network. There are organizations that offer the services of a Connector, but the work can also 
be done by volunteers, friends, family members or anyone who can help make community 
connections. The role can be paid or unpaid.

Q: Do you need to hire someone to help build a network?

A: No you don’t. The process of building a personal support network can be done independently, or 
it can be done by collaborating with a Connector to help make community connections. There are 
organizations that offer this service, but it can also be done by volunteers, friends, family members or 
anyone who wants to actively take part. There are paid and unpaid Connectors.

Q: How is a personal support network built?

A: It takes opportunity, time and reaching out to build a network. The first thing to do is identify the 
people who are already in your life and see whether they want to be a part of your network. Choose 
only those people who you feel closest to and who you trust to be a part of this important group.

Next, if you want to make new friends, you need to go out and meet new people. When you meet 
someone you like and think that there may be a connection, then an invitation to meet again needs to 
happen. A Connector can help you make this invitation (see the definition of Connector below).

It is easiest to make a connection with someone you have something in common with. It is best to 
start with a list of things that you like to do, then go out and do them. You will meet people who enjoy 
the same thing, and connections will build naturally.

If you want to meet new people, you have to go out into the community. A Connector can help you 
feel more comfortable going to new places and can help you start up conversations with people you 
meet.

Q: How long does it take to build a personal support network?

A: It takes a lot of time to build a network, anywhere from one year to many years. Some people 
think having 4 or 5 people on their network is ideal, while others want a much larger group. Every 
network is different and your network has to be right for you.

Q: Who are the members of a personal support network?

A: Personal support networks include anyone who cares for and expresses an interest in the 
individual at the center. These may be siblings, parents, extended family members, friends, neighbors, 
people of faith, coworkers, employers – the list is almost endless.

Q: What commitment do members of a personal support network make?

A: Network members are not asked to make a commitment in a formal way. In time, as the group 
develops and people become close, members of a network begin to work together to help you realize 
your dreams and goals. When authentic friendship forms between people, mutual commitment is a 
natural result. Most friends will be there to support you through difficult times or to celebrate life’s 
good moments.

The involvement of network members varies from person to person. A relationship may be something 
as regular as phoning you every day, or it may be occasional, such as going to shows together once in 
awhile. Also, your relationships will often change over time - usually but not always strengthening.

Q: Are people paid to be part of a personal support network?

A: No. The people who participate in personal networks are not paid. Their involvement in the 
network is based on caring, friendship and love. People participate in a network because they get 
something out of it: pleasure, joy, friendship and the opportunity to share their interests with another.
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made. You do need to be patient though, as making new connections won’t happen overnight.

Reminder: You can complete this step independently, or by collaborating with someone called a Connector 
to help you make community connections.

invite people to join your personal support network
After spending time in your community building relationships, your next step is to bring people 
together into a group. The focus of this step is to encourage potential members of your personal 
support network to become intentionally involved in achieving your goals, dreams and priorities.

At each network meeting, you should discuss your goals, and review your progress since the last 
meeting. From there, you can develop practical strategies, and invite members of your personal 
support network to help you achieve them in specific ways.

During this time, the commitment and strength of your personal support network will become clear, 
and long term members will be identified. In some cases, personal support networks can become 
self-sufficient at this point, while others may require help to develop.

The following checklist will guide you through the process:

• Call the people you identified as potential members
• Give clear instructions about time and place of the meeting
• Write an agenda

• Create a welcoming atmosphere
• Take notes of celebratory statements, commitments, and suggestions
• Watch your tone of voice and language; use humor and a hospitable approach
• Use the network as an opportunity to discuss, explore, and brainstorm ideas
• Before the meeting ends, set a date for the next one
• Gather addresses, phone numbers, and email addresses for future communication.

organize regular meetings to keep your network strong
Once a network is formed, it needs to be maintained and strengthened in a very intentional way.

This is accomplished by having regular meetings with the members of your personal support network.
Whether done independently or in collaboration with a volunteer or paid professional, it’s important 
to establish a regular pattern of meetings to keep your network strong. There should also be other 
less formal gatherings, such as doing art together, going to a game, or having dinner together.

The specific activities will vary from network to network, but all activities are planned between you and 
the members of your network.

Here are some suggestions to keep your personal support network strong:

• Continue to research possibilities for the network
• Don’t let the network become stale or inactive
• Ask, ask, ask: be open to asking people to attend and to contribute
• Rely on network members to help solve problems and to contribute ideas for the network
• Keep in touch by telephone, email, and social media
• Continue to review priorities and to set new goals
• Request, and be open to, feedback from network members
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frequently asked questions (FAQs)
Q: What is the purpose of a personal support network?

A: The purpose is to have a group of people who know and care about you, and are there in good 
times and in bad times. Some refer to this group as a “circle” and it is usually made up of family and 
friends. A network of family and friends is there to have fun with (celebrate the important things in life) 
and to grieve with (when sad times happen). A personal support network can also help you make 
decisions in your life, such as, Should I move? Is this a good volunteer job for me? Who is a good 
dentist in my neighborhood?

Q: Who is a Connector?

A: A Connector is a person who is trained to assist others to create, build and maintain a personal 
support network. There are organizations that offer the services of a Connector, but the work can also 
be done by volunteers, friends, family members or anyone who can help make community 
connections. The role can be paid or unpaid.

Q: Do you need to hire someone to help build a network?

A: No you don’t. The process of building a personal support network can be done independently, or 
it can be done by collaborating with a Connector to help make community connections. There are 
organizations that offer this service, but it can also be done by volunteers, friends, family members or 
anyone who wants to actively take part. There are paid and unpaid Connectors.

Q: How is a personal support network built?

A: It takes opportunity, time and reaching out to build a network. The first thing to do is identify the 
people who are already in your life and see whether they want to be a part of your network. Choose 
only those people who you feel closest to and who you trust to be a part of this important group.

Next, if you want to make new friends, you need to go out and meet new people. When you meet 
someone you like and think that there may be a connection, then an invitation to meet again needs to 
happen. A Connector can help you make this invitation (see the definition of Connector below).

It is easiest to make a connection with someone you have something in common with. It is best to 
start with a list of things that you like to do, then go out and do them. You will meet people who enjoy 
the same thing, and connections will build naturally.

If you want to meet new people, you have to go out into the community. A Connector can help you 
feel more comfortable going to new places and can help you start up conversations with people you 
meet.

Q: How long does it take to build a personal support network?

A: It takes a lot of time to build a network, anywhere from one year to many years. Some people 
think having 4 or 5 people on their network is ideal, while others want a much larger group. Every 
network is different and your network has to be right for you.

Q: Who are the members of a personal support network?

A: Personal support networks include anyone who cares for and expresses an interest in the 
individual at the center. These may be siblings, parents, extended family members, friends, neighbors, 
people of faith, coworkers, employers – the list is almost endless.

Q: What commitment do members of a personal support network make?

A: Network members are not asked to make a commitment in a formal way. In time, as the group 
develops and people become close, members of a network begin to work together to help you realize 
your dreams and goals. When authentic friendship forms between people, mutual commitment is a 
natural result. Most friends will be there to support you through difficult times or to celebrate life’s 
good moments.

The involvement of network members varies from person to person. A relationship may be something 
as regular as phoning you every day, or it may be occasional, such as going to shows together once in 
awhile. Also, your relationships will often change over time - usually but not always strengthening.

Q: Are people paid to be part of a personal support network?

A: No. The people who participate in personal networks are not paid. Their involvement in the 
network is based on caring, friendship and love. People participate in a network because they get 
something out of it: pleasure, joy, friendship and the opportunity to share their interests with another.



frequently asked questions (FAQs)
Q: What is the purpose of a personal support network?

A: The purpose is to have a group of people who know and care about you, and are there in good 
times and in bad times. Some refer to this group as a “circle” and it is usually made up of family and 
friends. A network of family and friends is there to have fun with (celebrate the important things in life) 
and to grieve with (when sad times happen). A personal support network can also help you make 
decisions in your life, such as, Should I move? Is this a good volunteer job for me? Who is a good 
dentist in my neighborhood?

Q: Who is a Connector?

A: A Connector is a person who is trained to assist others to create, build and maintain a personal 
support network. There are organizations that offer the services of a Connector, but the work can also 
be done by volunteers, friends, family members or anyone who can help make community 
connections. The role can be paid or unpaid.

Q: Do you need to hire someone to help build a network?

A: No you don’t. The process of building a personal support network can be done independently, or 
it can be done by collaborating with a Connector to help make community connections. There are 
organizations that offer this service, but it can also be done by volunteers, friends, family members or 
anyone who wants to actively take part. There are paid and unpaid Connectors.

Q: How is a personal support network built?

A: It takes opportunity, time and reaching out to build a network. The first thing to do is identify the 
people who are already in your life and see whether they want to be a part of your network. Choose 
only those people who you feel closest to and who you trust to be a part of this important group.

Next, if you want to make new friends, you need to go out and meet new people. When you meet 
someone you like and think that there may be a connection, then an invitation to meet again needs to 
happen. A Connector can help you make this invitation (see the definition of Connector below).

It is easiest to make a connection with someone you have something in common with. It is best to 
start with a list of things that you like to do, then go out and do them. You will meet people who enjoy 
the same thing, and connections will build naturally.

If you want to meet new people, you have to go out into the community. A Connector can help you 
feel more comfortable going to new places and can help you start up conversations with people you 
meet.
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Q: How long does it take to build a personal support network?

A: It takes a lot of time to build a network, anywhere from one year to many years. Some people 
think having 4 or 5 people on their network is ideal, while others want a much larger group. Every 
network is different and your network has to be right for you.

Q: Who are the members of a personal support network?

A: Personal support networks include anyone who cares for and expresses an interest in the 
individual at the center. These may be siblings, parents, extended family members, friends, neighbors, 
people of faith, coworkers, employers – the list is almost endless.

Q: What commitment do members of a personal support network make?

A: Network members are not asked to make a commitment in a formal way. In time, as the group 
develops and people become close, members of a network begin to work together to help you realize 
your dreams and goals. When authentic friendship forms between people, mutual commitment is a 
natural result. Most friends will be there to support you through difficult times or to celebrate life’s 
good moments.

The involvement of network members varies from person to person. A relationship may be something 
as regular as phoning you every day, or it may be occasional, such as going to shows together once in 
awhile. Also, your relationships will often change over time - usually but not always strengthening.

Q: Are people paid to be part of a personal support network?

A: No. The people who participate in personal networks are not paid. Their involvement in the 
network is based on caring, friendship and love. People participate in a network because they get 
something out of it: pleasure, joy, friendship and the opportunity to share their interests with another.
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Q: What is the purpose of a personal support network?

A: The purpose is to have a group of people who know and care about you, and are there in good 
times and in bad times. Some refer to this group as a “circle” and it is usually made up of family and 
friends. A network of family and friends is there to have fun with (celebrate the important things in life) 
and to grieve with (when sad times happen). A personal support network can also help you make 
decisions in your life, such as, Should I move? Is this a good volunteer job for me? Who is a good 
dentist in my neighborhood?

Q: Who is a Connector?

A: A Connector is a person who is trained to assist others to create, build and maintain a personal 
support network. There are organizations that offer the services of a Connector, but the work can also 
be done by volunteers, friends, family members or anyone who can help make community 
connections. The role can be paid or unpaid.

Q: Do you need to hire someone to help build a network?

A: No you don’t. The process of building a personal support network can be done independently, or 
it can be done by collaborating with a Connector to help make community connections. There are 
organizations that offer this service, but it can also be done by volunteers, friends, family members or 
anyone who wants to actively take part. There are paid and unpaid Connectors.

Q: How is a personal support network built?

A: It takes opportunity, time and reaching out to build a network. The first thing to do is identify the 
people who are already in your life and see whether they want to be a part of your network. Choose 
only those people who you feel closest to and who you trust to be a part of this important group.

Next, if you want to make new friends, you need to go out and meet new people. When you meet 
someone you like and think that there may be a connection, then an invitation to meet again needs to 
happen. A Connector can help you make this invitation (see the definition of Connector below).

It is easiest to make a connection with someone you have something in common with. It is best to 
start with a list of things that you like to do, then go out and do them. You will meet people who enjoy 
the same thing, and connections will build naturally.

If you want to meet new people, you have to go out into the community. A Connector can help you 
feel more comfortable going to new places and can help you start up conversations with people you 
meet.

Q: How long does it take to build a personal support network?

A: It takes a lot of time to build a network, anywhere from one year to many years. Some people 
think having 4 or 5 people on their network is ideal, while others want a much larger group. Every 
network is different and your network has to be right for you.

Q: Who are the members of a personal support network?

A: Personal support networks include anyone who cares for and expresses an interest in the 
individual at the center. These may be siblings, parents, extended family members, friends, neighbors, 
people of faith, coworkers, employers – the list is almost endless.

Q: What commitment do members of a personal support network make?

A: Network members are not asked to make a commitment in a formal way. In time, as the group 
develops and people become close, members of a network begin to work together to help you realize 
your dreams and goals. When authentic friendship forms between people, mutual commitment is a 
natural result. Most friends will be there to support you through difficult times or to celebrate life’s 
good moments.

The involvement of network members varies from person to person. A relationship may be something 
as regular as phoning you every day, or it may be occasional, such as going to shows together once in 
awhile. Also, your relationships will often change over time - usually but not always strengthening.

Q: Are people paid to be part of a personal support network?

A: No. The people who participate in personal networks are not paid. Their involvement in the 
network is based on caring, friendship and love. People participate in a network because they get 
something out of it: pleasure, joy, friendship and the opportunity to share their interests with another.
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Creating an Advisory Committee that Actually Functions 
 

 In this chapter, we’ll discuss the review process once the grantor has either lost capacity or passed 
away. Even though the focus of this chapter is on trust advisory committees, most of what will be 
addressed will also apply to trust protectors. 
 
Advisory committees have been incorporated 
into special needs trusts since their inception. 
But while the concept of incorporating an 
advisory committee is sound, they rarely 
function as expected unless their duties are 
clearly defined.   
 
Basic Concept of an Advisory Committee 
 
Advisory committees are established to 
ensure that the trustee is managing the special needs trust in a manner consistent with the 
beneficiary’s best interest. In the best of circumstances, the advisory committee operates a system 
of checks and balances, empowering key family advocates to ensure that the beneficiary’s needs 
are met and that they are free from abuse and neglect.   
 
Do Advisory Committees Actually Work? 
 
Until our office changed our recommendations for structuring advisory committees, I had rarely 
seen one  that functioned effectively in over two decades of legal practice. In fact, our office 
regularly sees special needs trusts that have been administered for decades without the slightest 
involvement of the advisory committee.   



Several years ago, a local disability 
organization organized a project to help 
families invite loved ones to participate in 
their child’s special needs trust advisory 
committee. Nearly all those invited to serve 
on such committees accepted, but the 
organizers discovered that continued 
membership depended upon how relevant 
participants felt their input was to the 
beneficiary. If members lack appropriate 
information and structure, they will lose 
interest, and the committee will flounder.  

 
There are three basic reasons that advisory committees fail to function properly: 
 
1. Vague purpose 

 
2. Lack of structure and poorly defined duties  

 
3. Lack of familiarity with the needs of the beneficiary and relevant information on which to 

base advice. 
 
Making the Advisory Committee’s Purpose Clear 
 
Advisory committee members and trustees are often unclear about the trust’s objectives, 

leaving them to make assumptions about its purpose.  To avoid this confusion, the trust should 
outline its primary objectives, and further details should be included in a letter or journal of intent.  

 
Let’s return to the example involving Kathy. Suppose it was the grantor’s intention that she 

live in the least restrictive environment available to her, and that whenever possible, her choices 
be honored.  Furthermore, the grantor wanted the trustee to support any vocational interest Kathy 
might have. Unfortunately, Kathy has a substance abuse issue.  The grantor’s directions might 
include a desire that Kathy remain clean and sober and that she participate in appropriate treatment 
before the trustee makes any distribution beyond her basic needs. The grantor could express that a 
primary purpose of the special needs trust is to focus on Kathy’s safety and quality of life.  By 
giving at least this level of direction, all parties know what the grantor’s intentions are. 



 
Even if a grantor doesn’t have strong 

opinions about how the trust should be 
administered on a daily basis, they tend to 
have certain values that they want the trust to 
support. If the document only specifies that 
the loved one must be kept eligible for public 
benefits, the trustee and the advisory 
committee are left to make guesses about how 
to fulfill their obligations.  

 
Defining the Committee Structure and Duties 
 
It’s important to specify how the trust committee should be structured, who is in charge, and 

when and how committee members need to act.  Without this guidance, some advisory committees 
will act as if they are co-trustees, becoming overly involved in day-to-day events. Others will see 
themselves as a sounding board for the trustee, to be called on when needed. They’ll tend to wait 
to be told what to do, which often means they’ll  do nothing. 

 
Dividing the Trust Advisory Committee into Two Tiers  
 
In many cases, the grantor has specific people whom they want involved in their child’s life, 

regardless of the situation. They may feel that while other individuals may have appropriate roles 
to play at present, their involvement may not be practical many years in the future.  For instance, 
it may be obvious that the beneficiary’s sibling should take a leading role in overseeing the loved 
one’s needs. It’s common for there to be a second tier of family and friends who are also caring 
and responsible, but because the future is impossible to predict, that second tier will likely change 
in the future. It’s advisable to list these “second tier” committee members in a separate schedule, 
rather than in the trust itself. This approach enables the grantor to update advisory committee 
membership without incurring the cost of amending the trust document.  

 
Let’s return to our example.  Kathy’s parents feel that her siblings, Bill and Mary, should serve 

as co-chairs.  Bill and Mary have always been very committed to Kathy’s needs and have stated 
that they want to remain involved in their sister’s life. Kathy’s parents would also like to have her 
uncle John involved with the trust committee, not only because he has been involved in Kathy’s 
life, but also because he is a successful business professional and they feel confident that his 
oversight will ensure that the trust is being managed prudently. On the other hand, they’re 



concerned about John’s advanced age and recognize that he’s unlikely to outlive Kathy. They 
would also like to include Robin, one of Kathy’s former caregivers, who has been very committed 
to Kathy’s needs, and Veronica, Kathy’s 15-year-old cousin, who has always been close to Kathy. 

 
The parents decide to identify Bill and Mary as the advisory committee co-chairs within the 

trust document.  They then make reference to a “schedule of successor advisory committee 
members” that names other members. This approach allows changes in committee membership 
without amending the trust document.  While Uncle John and Robin may make good choices in 
the near future, it’s very possible that in a decade they’d be unable to fulfill their responsibilities. 
As far as Veronica is concerned, it might be wise not to include her yet, though as she matures, 
she can easily be added to the schedule.   

 
The following is an example of language concerning the structure of the trust advisory 

committee that could be included in the trust document.  
 
How an Advisory Committee Can Prevent Abuse 
 
While it’s desirable to have committee members who live close to the beneficiary, it’s not 

necessary. In fact, many trust advisory committee members do an outstanding job while living 
outside of the country.  

 
The challenge for committee members unable to make regular visits is that they may lose touch 

with the beneficiary’s needs. To avoid abuse or neglect, someone must visit routinely. Changes in 
behavior often indicate that something is wrong. Sometimes it’s hard to articulate exactly what 
those behavioral changes are – but they’re palpable. 

 
 Parents often tell me that their child would never suffer from abuse or neglect.  But the parents’ 

advocacy and vigilance are key to their child’s well-being, which could certainly be threatened if 
no one were filling that role. The need for personal oversight is more important than ever, given 
that the government agencies that traditionally served as watchdogs are having their budgets cut 
and caseloads increased.  

 
If it’s impractical for an advisory committee member to visit the beneficiary regularly, the trust 

could stipulate that  a care manager or other trained professional be paid to periodically visit, 
preferably unannounced. The greatest value that attorneys creating special needs trusts  can offer 
their clients is to link them with supporting resources including  independent professionals who 
can detect abuse and neglect. Caring for someone with disabilities truly takes a team.  



 

 
 
 
 
 
 

Sample Language 

Composition of Trust Advisory Committee 

The Trust Advisory Committee shall consist of a minimum of 3 members, but no more 
than 5 members to be determined by the chairperson(s) then serving. If any member of 
the Trust Advisory Committee is unwilling or unable, for any reason, to act or continue 
to act as a committee member, the chairperson(s) then serving may decide whether or 
not to fill the vacancy.  However, there shall be at least three (3) members serving at all 
times.  If there are fewer than 3 members serving and the chairperson(s) then serving are 
unable or unwilling to appoint a successor committee member, the Trustee may appoint 
the successors.  
The initial Chairpersons for the Trust Advisory Committee shall be  
Bill Jones 
Mary Jones 
In the event that either Bill Jones or Mary Jones cannot or will not serve, then the 
remaining chairperson shall <serve alone/select a successor chairperson/elect whether to 
select a co-chair>. 
In the event that neither Bill Jones nor Mary Jones is willing to serve, then the remaining 
advisory committee members shall select a chairperson by majority vote. 
Duties of the Chairperson(s) 
The Chairperson(s) primary duty is to ensure that the duties and the timelines of the Trust 
Advisory Committee are followed, and to make sure that there are at all relevant times 
the proper number of members on the committee.  
Selection of the Remaining Trust Advisory Committee Members 
The grantors shall maintain a schedule of successor Trust Advisory Committee members 
to be updated from time to time to provide guidance for the Trust Advisory Committee 
for selection of successor Trust Advisory Committee members to maintain the requisite 
number of committee members.  



A Three-Step Process for Developing a Distribution Plan 
 
I have found that if an advisory 

committee lacks relevant information about 
the needs of the beneficiary, the committee 
will cease to function effectively. Providing a 
periodically updated, written distribution 
plan to the trustee and advisory committee 
can be enormously useful in directing trust 
activities.  In most cases, this plan is created 
primarily by the care manager, with input 
from the trustee and committee members. We 
have found that performing an annual review 
of the distribution plan should be one of the advisory committee’s primary functions. 

 
In most cases, there should be three phases to developing the distribution plan.  First should 

come an assessment of the beneficiary’s needs.  Step two involves incorporating that information 
within the distribution plan.  Based on the distributions that will be necessary to meet beneficiary 
needs, along with an evaluation of the trust’s investment portfolio and other available resources, 
the distribution plan should project the trust’s long-term performance. Third comes periodic re-
evaluation to measure the trust’s actual performance against expectations and to make necessary 
adjustments. Let’s review the  process, step by step. 

 
Phase 1 – Assessment 
 
In cases where the beneficiary requires 

significant care, it’s usually preferable to 
have a professional care manager perform the 
assessment. We routinely ask the care 
managers to provide a written report to help 
shape the distribution plan and to guide other 
persons involved with the trust. These reports 
include:  

 
• observations concerning the beneficiary and the circle of support in their environment; 
• recommendations of services that might assist the beneficiary and the family, and 
• recommendations for the safety of the beneficiary and caregivers.  



 

 
Sample Language 

 
   Annual Distribution Plan 
    
   The trustee shall produce a written distribution plan to be reviewed by the Trust 
Advisory Committee annually. The primary purpose of the distribution plan is to 
provide specific recommendations of services likely to be provided to Kathy for the 
upcoming year, the cost of those services, and a good faith estimation of how those 
expenditures will affect the longevity of the trust. 
    
   The Trustee may/shall specifically employ a qualified Care Manager to assess 
Kathy’s medical, social and direct care needs and incorporate those assessments in the 
distribution plan.  The Care Manager shall be a qualified professional who is familiar 
with services in Kathy’s community as well as the developmental needs of persons 
with disabilities similar to Kathy’s.  
    
   The distribution plan shall provide guidance and advisement concerning Kathy’s 
needs, rights, and entitlement to public benefits, and what discretionary distributions 
should be made for needs not covered by public benefits, as well as recommendations 
concerning distributions otherwise covered by public benefits, including, but not 
limited to, payment for supplemental medical and therapeutic care, education and 
habilitation services, attendant care services whenever the need arises, residential 
services, and daily support services. Whenever possible the distribution plan shall 
make a good faith estimate of the likely cost of each recommendation to be 
incorporated in an annual budget. 
    
   The distribution plan shall be made available to members of the Trust Advisory 
Committee for their review at least <15 days> prior to implementation. The 
distribution plan shall include a projection of longevity of the special needs trusts 
based on the assumed depletion of the trust as well as a reasonable rate of return on the 
investments of the trust.  
    
   The Care Manager shall be entitled to fair and reasonable compensation for services 
rendered.  The amount of compensation shall be equal to the customary and prevailing 
charges for services of a similar nature during the same period of time and in the same 
geographic locale.  The Care Manager shall be reimbursed for the reasonable costs and 
expenses incurred carrying out its fiduciary duties under this agreement. 

 



Phase 2 -- Development of the Distribution Plan 
 
The plan should include both short- and long-term objectives for assisting the beneficiary.  It 

should also include information about the resources available to fulfill that objective, including 
assets both inside and outside the trust. The distribution plan should include projections of how 
trust investments will perform and when the trust is likely to be exhausted. 

 
Phase 3 – Periodic Reassessment 
 
The third phase consists of periodic evaluations of the trust’s performance, updating both the 

assessments and distribution plan, as needed. It’s common for caregiving family members to 
eventually suffer a back injury, especially as a child’s weight increases. A care manager can 
monitor the safety needs of both the caregiver and beneficiary and recommend precautions. 

 
 Providing for the care and quality of life of a person with disabilities has many variables, and 

the process doesn’t end until the beneficiary dies or the special needs trust is exhausted. It’s almost 
impossible to anticipate every contingency. That’s why an interdisciplinary team of family 
members, advocates and professional advisors is needed.   

 
Keeping the Distribution Plan Up-to-Date 
 
The process of assessing the beneficiary’s needs and then balancing them against available 

resources in order to establish a budget isn’t a one-time process.  The value of investment portfolios 
will fluctuate, and many states are reducing assistance to persons with disabilities. California, for 
instance, recently eliminated dental care previously provided by Medi-Cal; reduced or eliminated 
home health attendant care for many persons receiving benefits from the In Home Support Services 
program, which is partially funded by Medicaid; and long ago eliminated most community 
programs for mental health. Changes to public services often require a reevaluation of how the 
trust is being managed. 

 
Projecting the Longevity of the Special Needs Trust 
 
The budget portion of the distribution plan should ideally utilize a projected rate of return and 

rate of distributions in order to determine how long the trust will last.  In most cases, the objective 
of the trust would be to ensure that these funds last for the beneficiary’s lifetime.  We have found 
that having the distribution plan reviewed by the trust advisory committee and the trustee greatly 
helps all parties make rational recommendations, based on available resources.  



 
The Power to Hire and Fire the Trustee 
 
The trust advisory committee should not function in a  co-trustee capacity. While many good 

trustees and trustee services are happy to be accountable to someone, requiring that their every 
action be confirmed is cumbersome. On the other hand, the power to replace the trustee is, in most 
cases, essential to giving the trust advisory committee ultimate control. 

 
Trustee changes may be necessary for 

any number of reasons. A trustee that was 
appropriate when the trust was drafted may 
no longer be the best choice. Other services 
may provide more options or lower costs. In 
fact, we anticipate that as government 
services are reduced, private and nonprofit 
trustee services will fill the gap.  

 
In addition, we’ve seen trust services 

make major modifications to their offerings and account minimums. Pooled trusts may provide 
anything  from bare bones fiduciary services to a complete array of offerings. In addition, states 
such as California have private licensed fiduciaries who are becoming a more competitive option.   

 
The sample language below empowers the trust advisory committee to initially confirm or 

replace the nominated trustee and to retain that power over time. For example, if Kathy’s parents 

Sample Language  
Successor Trustee 
Upon the death of the second grantor to die, or in the event that neither grantor is able 
to serve because of incapacity, REALLY BIG BANK AND TRUST, or a corporate 
trustee, private professional trustee, or pooled trust of the Trust Advisory Committee’s 
choosing shall serve. In addition, the Trust Advisory Committee may replace REALLY 
BIG BANK AND TRUST with/without cause with a corporate trustee, private 
professional trustee, or pooled trust of the Trust Advisory Committee’s choosing that is 
familiar with managing special needs trusts for beneficiaries with disabilities similar to 
Kathy 
 



initially nominated REALLY BIG BANK AND TRUST as the initial trustee and decades later, 
upon their death, the committee finds that the LEAKY LAGOON POOLED TRUST offers more 
services at a better price, they have the option of hiring LEAKY LAGOON POOLED TRUST 
instead of confirming REALLY BIG BANK AND TRUST. This, once again, makes it  less 
pressing for Kathy’s parents to constantly review the “market” for trustee options. They can rely 
on the trust advisory committee to perform the necessary due diligence at the right time.  

 
Law practices catering to families having loved ones with disabilities need to make it their 

business to be aware of the trustee options in their communities in order to counsel their clients.  
This is what distinguishes the document seller from the law office that truly serves their clients. 

 
Conclusion 
 
Naming an advisory committee or trust protector in order to provide a check-and-balance 

system is a sound practice. In order to be effective, however, they must be provided with relevant 
information, well defined roles and a structure for how and when to review the trust’s performance. 
When such guidance is arranged, the trust is more likely to meet its goals, providing quality of life 
for a loved one with disabilities in an accountable and sustainable manner. 
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